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ABSTRACT
The quality of life (QoL) of women living with metastatic
breast cancer and receiving palliative care needs more atten-
tion. We reviewed published studies (1992–2019) examining
QoL of women receiving palliative care. The findings were
interpreted according to the World Health Organization’s
(WHO) definition of palliative care. Four themes emerged:
(1) the impact of medical treatment on pain relief; (2) the
need for psychosocial attention and support; (3) the necessity
of an interdisciplinary approach; (4) ambiguous understanding
of the term palliative care. A common understanding of the
term palliative care and more research is needed to enhance
the QoL of women living with metastatic breast cancer.
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Background
Metastatic breast cancer (MBC), also referred to as advanced, secondary, or
stage IV breast cancer, is an incurable disease, with median overall survival
of 2 years. However, survival can range from a few months to many years
(Cardoso et al., 2018; Chia et al., 2020). In most high-income countries,
approximately 70% of patients with breast cancer are diagnosed in stages
I and II, whereas only 20% to 50% of patients in most low- and middle-
income countries are diagnosed in these earlier stages. The 5-year survival
rate for breast cancer is much poorer in low-income countries than in
high-income countries (Unger-Salda~na, 2014). This indicates a need for
continuous follow-up and care (Cardoso et al., 2018; World Health
Organization, 2019; Zujewski et al., 2018).
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Being diagnosed with MBC is a difficult process and needs patient-centered
care (Drageset et al., 2020; Lee Mortensen et al., 2018). In addition to the bur-
den of many possible physical symptoms, women with MBC also face a huge
psychological burden with a wide range of psychosocial and spiritual concerns
(Drageset et al., 2018; Grotmol et al., 2017; Kokkonen et al., 2017; Mosher
et al., 2013; Zhai et al., 2019). Improvements in diagnostic techniques and
treatment methods, such as hormone-chemotherapy and radiation therapy,
can extend the life of these women. However, this may also increase the symp-
tom burden and have an impact on quality of life (QoL) (Cardoso et al., 2018;
Cherny et al., 2018; Tometich et al., 2018; Verkissen et al., 2019).
QoL is defined as individuals’ perception of their position in life in the
context of the culture and value systems in which they live in relation to
their goals, expectations, standards and concerns (World Health
Organization, 2019). It is a broad-ranging concept affected in a complex
way by the person’s physical health, psychological state, level of independ-
ence, social relationships, personal beliefs, and their relationship to salient
features of their environment.
Palliative care (PC) is an approach that improves the QoL of patients and
their families facing the problems associated with a life-threatening illness,
through the prevention and relief of suffering by means of early identifica-
tion and thorough assessment and treatment of pain and other problems
(physical, psychosocial, and spiritual) (World Health Organization, 2019).
The importance of an interdisciplinary approach is emphasized (Speed, 2017;
World Health Organization, 2019). This definition reflects the core aspects of
the modern hospice philosophy founded by Saunders (1978), which empha-
sizes that pain, in particular, is complex when living with severe illness.
Saunders introduced the concept of “total pain,” consisting of physical, men-
tal, social, and spiritual aspects, which are interwoven and cannot be viewed
separately. She therefore emphasized an interdisciplinary approach and
awareness that includes concern for the family. The philosophy’s main goal
is to facilitate patients to live as well as possible until death.
Thus, PC aims to improve the QoL of patients with MBC and their fami-
lies by relieving symptoms, keeping the disease under control, and achiev-
ing a balance between progression of the disease and the discomfort caused
by the medical treatment (World Health Organization, 2019). Alleviating
the painful symptoms and emotional burden that accompany disease pro-
gression can allow patients to continue live a good life despite serious ill-
ness (Lee Mortensen et al., 2018; Sikorskii et al., 2020).
Ferrell et al. (2017) and Kokkonen et al. (2019) recommend that PC
should start early in the course of disease, also while patients are receiving
curative treatment. Thus, this implies patient-centered communication
(Back, 2020; Farrell & Coleby, 2016; Khoshnazar et al., 2016) regardless of
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where the patient is in the course of a disease trajectory, although this
approach is particularly important at the end of life (Coyle, 2015; Saga
et al., 2018).
According to Willis et al. (2015) more research is needed to respond
appropriately to women’s diverse care needs, particularly those who have
lived with MBC for a longer period of time and are receiving different
kinds of active or palliative treatment. To our knowledge, no systematic
review has been published on this topic. Thus, the aim of this review was
to explore the QoL of women living with MBC and receiving PC.
Methods
To thoroughly investigate our research aim, we chose to conduct a system-
atic review according to the PRISMA guidelines and using the PICO frame-
work (Liberati et al., 2009). Our review protocol has been registered in
PROSPERO (Drageset et al., 2016) and outlines the review process. The
key criteria for inclusion were adult women with advanced breast cancer
receiving PC presented as an approach or as a treatment and measurement
or description of QoL. There are many studies with mixed cancer popula-
tions. We have chosen to include studies if at least 50% of the population
were women with MBC. Studies with no mention of PC, no mention of
QoL, or if less than 50% of the study participants were women with MBC,
or the paper was not peer-reviewed were excluded.
Search strategy
We identified studies by searching major electronic bibliographic databases
in the health sciences. Our search was conducted in Medline (OvidSP
1946–present), Embase (OvidSP 1974–present), PsycNFO (OvidSP
1806–present), and Cinahl (Ebscohost 1981–present); all databases were
searched for their maximum time span. The final search was performed on
December 17, 2019. Our search strategy had three PICO elements: popula-
tion, intervention, and outcome. First, we searched for the population of
patients with advanced breast cancer using the search terms “breast
neoplasms” from the thesaurus, and a title/abstract search including
“breast” or “mammary” and “cancer” or “neoplasms” or “tumors” or
“adenocarcinomas” or “carcinomas.” Then we searched for intervention of
PC using the following search terms: “hospice care,” “terminal care,”
“palliative care,” and “end of life care.” Lastly, we searched for the outcome
“quality of life” as a subject heading and in the title and abstract, using
both the full term and the common abbreviations of the expression. The
full search strategy is available online on request.
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Our search strategy aimed to capture as much of the relevant literature
as possible and was therefore performed without limitations on time or
language. Our review protocol has been registered in PROSPERO(Drageset,
Austrheim, Ellingsen, 2016). Nonetheless, we may have missed some stud-
ies. Although we found studies in several languages, there were no resour-
ces to have these studies translated, and thus 29 articles were excluded
during the screening of full text (Figure 1).
To be able to provide a multifaceted result, both qualitative and quantita-
tive research articles were included, but all the studies finally selected used
a quantitative approach. One of these studies also included qualitative data.
After eliminating duplicates and irrelevant articles, the search identified
1560 articles. All citations (title and abstracts) were screened independently
by the first and last authors using the established eligibility criteria; 1260
articles were excluded by title and abstract. The first and last authors inde-
pendently assessed the studies for inclusion, and disagreements were
resolved by discussion. After screening the titles and abstracts, 300 articles
Figure 1. PRISMA flowchart.
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were retrieved to read the full text. Reasons for exclusion after reading the
full text were wrong population, mixed population in which women with
MBC were less than 50%, no assessment of QoL, no PC, not peer-reviewed
articles, conference abstracts, or language. Finally, 17 articles were included
(Figure 1).
Critical appraisal
All the studies were critically appraised by the first and third authors inde-
pendently and thereafter together, using The Joanna Briggs Institute
Critical Appraisal tools (2017), consisting of various checklists for different
designs. The checklists contain 9 to 13 criteria. A combination of different
checklists was sometimes used when the type of design was unclear. None
of the appraised studies were of such low quality that they needed to
be excluded.
Overview of selected studies
All studies (Table 1) reported sample size and inclusion criteria, described
the context in which data were collected, and described the type of ana-
lysis used.
In the intervention studies (Geels et al., 2000; Grabenbauer et al., 2016;
Karamouzis et al., 2007), all the groups were similar at baseline. None of
these studies used blinding or concealing.
Eight studies reported small sample size as a limitation (Aboshaiqah
et al., 2016; Alfano et al., 2014; Ben-Arye et al., 2014; Karamouzis et al.,
2007; Lee et al., 2017; Puetzler et al., 2014; Rugno et al., 2014; Slovacek
et al., 2009). The dropout rate was described in the prevalence and pro-
spective studies (Alfano et al., 2014; Ben-Arye et al., 2014; Nakamura et al.,
2018; Reed et al., 2012; Rugno et al., 2014), and in the intervention
studies(Grabenbauer et al., 2016; Lee et al., 2017). Reasons for a low
response rate were reported only in one study (Reed et al., 2012). All stud-
ies used a questionnaire, but only one study (Nakamura et al., 2018)
reported lack of validated scales as a limitation.
In the qualitative part of the study of Ben-Arye et al. (2014), congruity
between the stated philosophical perspective and the research perspective
was not described. The researchers’ cultural and theoretical background
and the influence of the researcher on the research and vice versa were not
described. However, the overall methodological quality of this study was
good because there was congruity between the research questions and
method of collecting, analyzing, and interpreting the data.
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Data analysis
Thematic analysis was used in our review (Dixon-Woods et al., 2005). The
process of thematic analysis in the current review involved four steps. First,
the authors read the studies separately several times to become fully
immersed in the data. In this step, the findings that described the research
questions were noted. Second, the findings were organized into descriptive
themes by the first and last authors. Third, the main themes were inter-
preted and described to arrive at a new interpretation that went beyond the
original studies. The process of analysis involved continuous discussion and
reflection between the first and last authors. At the fourth step, the findings
were interpreted primarily in light of the WHO’s definition of PC (World
Health Organization, 2019).
Findings
A total of 1921 patients were included in this review. In five studies, the
participants had various diagnoses, but patients with MBC accounted for
more than half of the sample (Aboshaiqah et al., 2016; Ben-Arye et al.,
2014; Grabenbauer et al., 2016; Lam et al., 2013; Rugno et al., 2014). The
studies selected for inclusion were from three continents and 23 countries.
Ten studies were from Europe, three from America, and four from Asia.
One study recruited respondents from several countries (Lam et al., 2013).
Details of the studies are presented in Table 1.
Findings emerging from the studies
Four main findings emerged from the 17 studies that elucidated our aim:
(1) the impact of medical treatment on pain relief; (2) the need for psycho-
social attention and support; (3) the necessity of an interdisciplinary
approach; and (4) ambiguous understanding of the term palliative care.
The impact of medical treatment on pain relief
Treatment of symptoms of physical ailments had a significant impact on
QoL (Campora et al., 1992; Geels et al., 2000; Karamouzis et al., 2007; Lam
et al., 2013; Nakamura et al., 2018; Puetzler et al., 2014; Veronesi et al.,
2007). Puetzler et al. (2014) found that pharmacologic pain management
among breast cancer outpatients under palliative chemotherapy significantly
alleviated pain and improved health-related QoL in several subscales: global
QoL, emotional functioning, physical functioning, future perspective, and
sleeplessness.
In the study of Karamouzis et al. (2007), QoL was found to be better
among patients receiving chemotherapy than those under only supportive
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care. The outcomes included physical, emotional, social, and cognitive
function; and fatigue, pain, loss of appetite loss, and sexual function. This
difference was also evident according to body image, breast/arm symptoms,
and systemic therapy side effects. Geels et al. (2000) found a significant
association between symptom improvement, such as pain, shortness of
breath, mood, tumor regression and QoL with the use of chemotherapy. In
contrast, Campora et al. (1992) found that QoL was not improved 3 to
8months after termination of chemotherapy. Also, the impact of the effect
of radiotherapy treatment was highlighted. Better global health status, phys-
ical, emotional, and social functioning, and less fatigue, pain, loss of appe-
tite, and constipation in patients with bone metastasis undergoing palliative
radiotherapy was emphasized by Lam et al. (2013). Nakamura et al. (2018)
reported that bleeding and offensive odor were significantly improved.
Surgery also seemed to reveal good symptom palliation (Veronesi et al.,
2007). However, even if medical treatment of physical symptoms was essen-
tial, this could not be viewed separately from the psychological consequen-
ces of this condition on QoL.
The need for psychosocial attention and support
Focusing on psychosocial issues and support was emphasized in eight stud-
ies (Aboshaiqah et al., 2016; Ben-Arye et al., 2014; Campora et al., 1992;
Lee et al., 2017; Nuraini et al., 2018; Ozanne et al., 2009; Reed et al., 2012;
Slovacek et al., 2009). Slovacek et al. (2009) reported a low level of health-
related QoL due to depression that affected the psychosocial and emotional
aspects of QoL. It was recommended that recognition and management of
these symptoms was important. Various programs to alleviate psychosocial
concerns were presented. Lee et al. (2017) found that a mindfulness-based
stress reduction (MBSR) program alleviated distress and improved enjoy-
ment of life. The patients were satisfied and expressed that MBSR helped
them reach a peaceful state and to perceive emotional support from their
peer group. They therefore wanted to continue participation in a psycho-
logical supportive program. Furthermore, Nuraini et al. (2018) revealed that
PC focusing on spirituality improved emotional well-being and comfort in
addition to reducing anxiety and depression. Ben-Arye et al. (2014) found
that treatment with complementary/integrative medicine (CIM) reduced pre-
chemotherapy anxiety. Outcomes revealed feelings of well-being, less fatigue,
less depression, and less emotional distress. CIM treatments helped patients
to cope with the side effects of chemotherapy, exemplified by quotes from
the only study with qualitative data:
When I came to the integrative medicine department, I felt very weak, mentally.
After an hour-long treatment session with acupuncture, I felt stronger and safer.
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The approach here is aimed at treating the person, not just some patient who is
scheduled for chemotherapy.
This was made clear by Aboshaiqah et al. (2016) who reported that an
increase in emotional support led to increased general satisfaction.
However, Reed et al. (2012) found that QoL, including physical, social,
emotional, and functional domains, was low. Women reported reduced
social, emotional, and functional well-being and felt that their main source
of psychological support was from family and friends, whereas some felt
unable to burden those close to them. In addition lack of professional sup-
port was also evident when receiving confusing, misleading, or no informa-
tion about their MCB from their health care professional. Younger women
were particularly dissatisfied with the information, advice, care, and support
they received. The researchers claimed that the quality of interactions with
health care providers influenced how well women coped with their cancer.
Those who received professional support felt that it were beneficial, but
many did not know how to seek the professional support they needed
(Reed et al., 2012).
Furthermore, Ozanne et al. (2009) reported that most women had gath-
ered information about MBC and/or had written advance directives them-
selves. However, this information was seldom shared with health providers
(doctors, nurses, and/or social workers). Patients were also more than three
times more likely to talk to and share written plans with family and friends
(Ozanne et al., 2009). Furthermore, Campora et al. (1992) found that
family support was good in most cases, but that some patients with severe
anxiety needed further pharmacologic and/or psychological interventions.
In contrast to Reed et al. (2012), Campora et al. (1992) found that informa-
tion regarding disease and treatment given by health professionals was con-
sidered satisfactory by most of the patients.
The necessity of an interdisciplinary approach
The impact of an interdisciplinary approach was emphasized in several
studies (Aboshaiqah et al., 2016; Alfano et al., 2014; Grabenbauer et al.,
2016; Reed et al., 2012; Rugno et al., 2014; Veronesi et al., 2007).
Aboshaiqah et al. (2016) emphasized that PC should provide adequate psy-
chosocial support and that interdisciplinary and collaborative approaches
should be integrated in PC of cancer patients. Furthermore, when patients
were followed up concurrently by PC and clinical oncology teams, they
reported better QoL and less depression, received less chemotherapy, and
achieved longer survival overall than those followed up under a traditional
care model (Rugno et al., 2014). However, Reed et al. (2012) also found
that women’s interactions with health care professionals were typically lim-
ited to the specialist oncologist within the hospital setting, with little
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involvement of their general practitioner and PC services (Reed et al.,
2012). The women reported a high symptom burden and dissatisfaction
with elements of their care, indicating that alternative models of service
delivery should be explored. Veronesi et al. (2007) concluded that good
symptom palliation should be considered more often by an interdisciplin-
ary care provider. Supervised exercise programs and complementary and
alternative medicine (CAM) were used to treat symptoms. Grabenbauer
et al. (2016) found that a supervised exercise program during and after
radiation and chemotherapy not only improved oxygen consumption and
body composition, but also QoL and fatigue. Alfano et al. (2014) reported
that CAM was frequently used to treat breast cancer and/or its symptoms.
Art therapy, psychotherapy, and prayer were identified as activities that
had the potential to improve QoL.
Ambiguous understanding of the term palliative care
The term palliative was understood as a stage of illness (Ozanne et al.,
2009; Reed et al., 2012). Reed et al. (2012) pointed out that patients were
not referred to PC early in the disease trajectory; patients themselves were
reluctant to access PC services because they associated this with end-of-life
care. Ozanne et al. (2009) found that discussion of advance directives and
patient’s preferences were often lacking, because they were equated with
end-of-life care. The term was also understood as a purpose of treatment
(Grabenbauer et al., 2016; Lam et al., 2013; Puetzler et al., 2014).
Furthermore, a variety of complementary therapies or approaches, such as
supportive care and biologically based therapies, were used to alleviate suf-
fering and improve QoL. These were not labeled as PC (Alfano et al., 2014;
Ben-Arye et al., 2014; Grabenbauer et al., 2016; Karamouzis et al., 2007;
Lee et al., 2017; Nuraini et al., 2018).
Discussion
This review shows that women with MBC need PC, but this was only
partly offered. Typically, only life-prolonging treatment and relief from
physical symptoms were offered. However, a holistic approach also includes
an interdisciplinary focus on psychological, social, and spiritual aspects of
their suffering. According to World Health Organization (2019), PC reflects
a “whole-person” philosophy of care implemented across the life span and
across diverse health care settings, where the goal is to improve the QoL. A
current trend is that PC is appropriate at any age and at any stage of ser-
ious illness and can be provided together with curative treatment (Coyle,
2015; World Health Organization, 2019). This is in line with Kokkonen
et al. (2019) and Ferrell et al. (2017) who emphasized the need to integrate
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PC early in the disease course to improve QoL. However, this is challeng-
ing when this approach is associated with end-of-life care (Ozanne et al.,
2009; Reed et al., 2012).
Karamouzis et al. (2007) found that QoL was better among patients
receiving chemotherapy than those under only supportive care. However,
the point of PC is not either/or, but to integrate both physical and psycho-
social/spiritual aspects. The term “total pain” as described by Saunders
(1978) shows the complexity of the patients’ suffering when living with
severe, life-threatening illness.
To relieve suffering when living with MBC, medical treatment and vari-
ous forms of medical pain relief in addition to supportive care are essential.
This review revealed that adequate symptom treatment such as pharmaco-
logic pain management, chemotherapy, and radiation or surgery had a sig-
nificant impact on overall QoL. These findings correlate with several other
studies (Dano et al., 2019; Kai et al., 2019; Kumar et al., 2019) in which
surgery, radiation, and chemotherapy were reported to have a positive
influence on QoL. However, the suffering or pain these patients experience
is complex (Campora et al., 1992). Saunders (1978) emphasized that health
care providers should systematically assess the patient’s symptoms and
address the patient’s concerns through the illness trajectory. Furthermore,
listening to patients’ own descriptions of their symptom burden may ensure
that treatment is consistent with their values and goals (Tometich et al.,
2018; World Health Organization, 2019).
Moreover, the findings also revealed that the women needed psychosocial
attention and support from family and friends, as well as from health care
professionals. These challenges can be alleviated by support from health
care professionals and family (Cardoso et al., 2018; Kristanti et al., 2017;
Lee Mortensen et al., 2018; Zujewski et al., 2018). Reed et al. (2012) found
that the main source of psychological support was from family and friends,
although some women felt unable to burden those close to them. In add-
ition, many did not know how to seek the professional support they
needed. This was also pointed out by Drageset et al. (2018, 2020) who
emphasized that the way women with breast cancer were seen and met had
an impact. Saunders (1978) emphasized that the patients and the family
should be a “unit of care.” The patients’ condition and suffering has an
impact on the people close to them, which means that the patients’ suffer-
ing is also the families’ suffering (Baudry et al., 2019; Fjose et al., 2016;
Krug et al., 2016). Therefore, the PC approach includes concerns and
involvement of the family and vice versa (Cardoso et al., 2018; Wang,
Molassiotis, & Tan, 2018; World Health Organization, 2019).
The need to integrate the psychological and spiritual aspects of patient
care is emphasized by World Health Organization (2019). Our review
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revealed that different forms of life-giving treatments such as MBSR pro-
grams, CIM, and exercise programs helped to alleviate distress. This was
also emphasized by Cardoso et al. (2018) and (Sasaki et al., 2019) who
found that found CAM could be helpful for treating specific symptoms.
As emphasized by Back (2020) and Khoshnazar et al. (2016), we found
that good communication, especially person-centered information, affects
the quality of life of women with MBC. Patients wanted adequate informa-
tion from health care professionals. In general, cancer treatment involves a
great deal of information about the treatment and adverse effects (Wang
et al., 2018; Zøylner et al., 2019; Zujewski et al., 2018). When patients
receive early PC, both patients and family members become better
informed about disease symptoms, severity, and treatment directives. They
are also given more time for life decisions, promoting the experience of
higher self-efficacy and individual value decisions (McClain et al., 2003).
However, Reed et al. (2012) found that the needs of some patients were
not met, especially related to information, advice, care, and support. This
raises the question of how health care professionals provide information
and support when the illness trajectory is increasingly unpredictable. To
support patient-centered care means starting the information based on the
patient’s own understanding of their situation (Drageset et al., 2020). A
good interpersonal relationship between patient and doctor is important
for the patient’s acceptance of illness and participation in deciding the
treatment options (Back, 2020; Fong Ha & Longnecker, 2010). However,
Ozanne et al. (2009) found that even when patients had gathered informa-
tion about advance directives and made written plans, few discussed this
plan with their providers.
Different understanding and use of the term PC was also found. A major
challenge is that PC is associated with a late disease stage or end-of-life
care, which is why health providers, patients, and families want to avoid
this approach as long as possible (Adler et al., 2019; Beernaert et al., 2015).
To support these women and their families, it is essential to change the
focus from “living longer” to include “living better”, which also includes
concerns for the family. PC should be integrated early in the course of the
disease (Saunders, 1978; World Health Organization, 2019).
Strengths and limitations
This review focused on QoL among women with MBC receiving PC.
Despite a broad literature search and comprehensive search strategy,
intended to include both qualitative and quantitative studies to provide a
more multifaceted result, only 17 quantitative studies were included. Only
one of these (Ben-Arye et al., 2014) also included qualitative data. Even
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though we attempted to include evidence of QoL among patients living
with MBC receiving PC worldwide, 8 of the 17 studies were from Europe.
Probably some studies were not included because of limited resources to
get foreign language studies translated. A more culturally diverse study
population could have strengthened the findings. Furthermore, the exclu-
sion of studies with less than 50% of women with MBC in the population
meant that several studies were not included. In addition, because PC is a
diagnosis-independent approach, the diagnosis is not always reported,
which means that many studies including women with MBC were probably
lost. However, a major limitation is that it is difficult to measure the effects
of PC when the term palliative care is attributed to various meanings.
We found The Joanna Briggs Institute Critical Appraisal tools (2017)
appropriate to assess the methodological quality of the studies in this review.
There was variation in the overall methodological quality of the studies, and
the most prominent was a small sample size. Because of the limited number
of studies and the variations in sample size, the results should be interpreted
with caution. Nevertheless, the findings in the current review highlight that
women with MBC need PC to attain the best possible QoL for themselves
and their families, but further research is needed.
Conclusion
PC is not a stage of illness and is more than treatment. A PC approach is
fundamentally important to alleviate pain and distress among patient with
MBC. PC that includes person-centered information should be integrated
as part of standard care and not limited to the end-of-life phase. There is a
need for common understanding of the concept of PC.
Longitudinal data exploring QoL through the disease trajectory are
needed to get a more detailed picture of the challenges of living with MCB.
In addition, intervention studies to investigate the effect of early integration
of a palliative approach among patients with breast cancer and their rela-
tives are needed.
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Relevance to clinical practice
Efforts to gain a common understanding of the term of palliative care are important.
Tailored PC is helpful and should be offered to women with MBC at all stages of the dis-
ease. The importance of early integration of palliative care should be promoted.
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